Background: The Motor Neurone Disease (MND) Association of Western Australia provides information, education and advocacy for people living with MND. The role and function of the personnel who provide this service has not been described in the literature and is therefore poorly understood by both healthcare professionals and the public. Method: Ethnographic observation of seven MNDA (WA) CAs in their normal daily setting. Interviews with end users of CA service (people living with MND and their carers). Analysis of the observations and interview transcripts was undertaken to identify themes.
Introduction
Motor Neurone Disease (MND) is an aggressive, degenerative neurological disease with no known cause or cure. It is indiscriminate in the age cohort in which individuals are affected; and no particular race is more or less prone to the impact or incidence of this disease (Craft, Tiziani, & Gordon, 2011) . MND is a "fatal neuromuscular condition that afflicts as many as 1 of 350 males and 420 females over the age of 18" (Kiernan, 2007, p 2) . The disease is most commonly diagnosed after the age of 40 years and is usually slowly progressive over 3-4 years. The incidence of MND globally is 1.5 -2 patients diagnosed per 100,000 per year (Doyle, Hanks, Cherny, & Calman, 2005) with an approximate lifetime risk of developing the disease of 1 in 800 (Phukan & Hardiman, 2009 ). The MND Association of Western Australia (MNDA WA), has approximately 140 MND patients and their families registered to receive support at any given time. The volume of clients fluctuates as new clients register with the Association and others succumb to the disease. The support the Care Advisors supply may include approximately six months' grief support (Department of Health, 2008) .
The clinical presentation in MND is one of muscle weakness which may involve all muscles, or a paresis (partial paralysis) which corresponds to a single muscle group, with possible hyperreflexia (over responsive reflexes) and neurone degeneration affecting both the upper and lower neurological pathways. Muscle wasting and weakness of the limbs become evident, with eventual progressive involvement of motor neurones controlling speech, swallowing and respiration (Gent, 2012) . Due to the devastating implications of the disease, and with no single diagnostic test presently available, there may be a long period of symptoms, often up to a year, with exhaustive testing to eliminate alternative diseases prior to a definitive diagnosis (Oliver et al., 2006) . It is at the point of diagnosis a per-son living with MND, their family and significant others, may access the support of the MND Association.
The MND Association provides the primary source of advocacy, social, physical and emotional support to people living with MND and their families and carers across Australia (Kiernan, 2007) . The key contacts who provide this service are the Care Advisors (CA). The role of the CA developed from its inception in Western Australia some twenty years ago as a group of volunteers, to the present situation where the Association, as well as case coordination the Care Advisors has moved from that of a supportive friend to a professional service.
To date, the work of the Care Advisors has been poorly described in the Australian context and not at all in West Australia. A needs analysis of patients and carers living with MND conducted by Colyer (2009) 
Methodology
The theoretical framework for this study is set in social research, with grounding in the qualitative research method and logic of thematic analysis. Ethnography challenges quantitative research by observing interactions, behaviours, and written reflections, asking questions of the inhabitants (informal interviews), then taking this data and eliciting themes to develop a rich depiction of the culture. Ethnographic research stresses discovery and takes the position human behaviour and the ways in which people form and make meaning of their worlds and their lives are variable and locally specific (LeCompte & Schensul, 1999) .
In this case, the ethnographic study included a combination of non-participant observation, review of organisational processes, recordkeeping and staff interaction, as well as semistructured interviews with incumbent and former Care Advisors, clients of the service, current and former carers of people living with MND, and some members of the public who were identified as bereaved from the loss of a partner to MND.
Ethical Considerations
This research was supported by the Motor Neurone Disease Association of Western Australia Board of Directors and was conducted under ethics approval of the Edith Cowan University Human Ethics Research Committee. Participants were informed about the nature of the project, their right to withdraw at any time and that ultimately the findings would be presented to both the MND Association of Western Australia Board of Directors, and be submitted for publication. In order to provide a level of anonymity to the participants, comments are attributed to either a patient (P 1), family member (F 2), bereaved (B 3) or Care Advisor (CA 4).
Sample
The sample for the observation was purposive as there was a finite number of Care Advisors working for the organisation at the time of the research. A total of four CAs were observed in their daily workplace, including during telephone, face-to-face and home interviews with people living with MND. Consent was gained from all CAs to observe their work. Consent was obtained from all clients, families and carers where their interaction with the Care Advisors was observed by the non-participant researcher. The sample for the interviews included two separate groups:
Current and former Care Advisors (N=7); and People living with MND who were supported by Care Advisors (N=6), and current carers (N=17). This second group included bereaved family members (B=5) or carers who were willing to talk of their experiences with Care Advisors.
The review of organisational processes and record-keeping was undertaken over a period of one week and consisted of documented administrative processes related to the work undertaken by Care Advisors, organisational job descriptions, and the organisational Operational Plan, with associated policies and procedures.
Data Collection
Research was undertaken over a three month period. This included a period of observation and interviews. The Motor Neurone Disease Association of Western Australia (MNDA WA) was keen to support this research and thus agreed to use their website as the primary recruitment location for people living with MND and/or their carers to volunteer to be interviewed.
An additional group of interviews came unexpectedly through word of mouth, with several carers and people living with MND contacting the researcher through their individual Care Advisors requesting to be involved in the research. Care Advisors were either interviewed, or interviewed and observed in the carriage of their daily duties. Interviews were conducted with 17 carers (both current and bereaved) and six current clients.
Data Analysis
The interviews and observation notes were transcribed verbatim and this data was entered into a computer program which picks up similar words or phrases to identify nodes that are consistent across all (or most) of the data (Nvivo). These nodes were then linked together in similar groupings or themes. The themes identified through this process included understanding the service, recruitment and retention, development of data collection capability to support describing the service, clinical knowledge versus clinical care, and the nature of supportive resources.
Findings

Role Ambiguity
When asked, all the CAs described their role as "providing education, advocacy and information"… to people living with MND and "their families or carers", and "healthcare professionals who worked with these clients" (CA 1, 2, 3, 4). Consistency, however, was absent when the CAs were asked specifically how they provided this service. Some CAs described their role as to support the clients by providing knowledge and information, others suggested they journeyed through the disease progression with the clients, and a third group of CAs spoke of advocating for services, equipment and clinical care for their clients.
Understanding the Service
MNDA WA has approximately 140 clients registered with the organisation. As people living with MND are in various stages of their disease progression, some require more interaction than others, and others require no support. The complexity of understanding when to engage with a client, their family or carer comes to the CAs only through time and experience in the role. It is suggested key to understanding the role and function of the Care Advisors, is gaining an understanding of the interaction which may be required at various different stages through the disease. A short descriptor of five different phases of client interaction is offered in Figure 1 .
Recruitment and Retention
By 2013 the Association had moved from a volunteer basis to a service provided by personnel with professional healthcare backgrounds, and it recognised that in order to recruit and retain the right people to be Care Advisors, they needed to be able to describe the processes associated with the role. Having come from a volunteer service where the records were handwritten, there was an inconsistent approach to assessment. There was no standardised assessment, filing system or computer filing processes, thus the processes to capture the actual work associated with the support and advocacy roles of the Care Advisors was less than clear or simple. This was found to result from a lack of policies and procedures, inconsistent staff induction, inconsistent mentoring and a lack of professional development structures.
Some staff reported they had received excellent induction experiences from supportive mentors, while others reported their experiences indicated the level of induction and mentoring was personality-based. Those staff who had not received positive experiences in their induction or mentoring articulated this was one of the primary reasons they ultimately left the Association.
Electronic and manual folders of information and process mapping were provided to each CA and these were updated annually (or on an "as needed" basis) by the senior CA. The Association moved from individual staff networks of healthcare service providers to a generic listing available to, and updated by all, staff working in the Association. Protocols for interaction with service providers outside the Association were mapped and a consistent approach adopted by all CAs. The Association recognised the impact of not having these processes clearly mapped and quarantined time for each of the CAs to map one process. They then added time to the weekly staff meetings to review these maps in order to deliver a consistent approach to any given process. The process engaged the staff rather than imposing a top down set of rules. Induction also included a review of the interprofessional set of guidelines for the office setting, including communication, access to client information (electronic and manual filing systems), and administrative processes such as notification of death.
Induction and mentoring also included a period of "shadowing" where the new CA did not take on a full case load initially; instead they worked alongside and experienced CA for a period of two weeks, gradually taking on their own client load. On the occasion of a first home visit or new client intake, the experienced CA was observed to take the lead in interactions. On the following two or three occasions, the experienced CA supported the new CA, allowing them to take the lead, then provide feedback to the new staff member on ways to improve on their interaction and/or assessment.
Meeting the professional development needs (PD) of the Care Advisors commenced at the time of their employment with the induction and mentoring processes, but were felt by all interviewees to be limited. They wanted opportunities to develop their skills and knowledge around the care of people living with MND, and implementing evidence of best practice in the support of people who care for people living with MND.
"Part of the problem is the lack of research published about caring for people living with MND. There's lots of publications about the science of the disease, but very little evidence of best practice for care" (CA 4).
In the absence of any formalised PD, staff determined to develop other capabilities to ensure the smooth functioning of their workplace. Inclusive in these capabilities was data collection.
Development of Data Collection Capability
Opportunities to improve the manner in which statistics for reporting day-to-day business were identified as a result of the CA task process mapping, as a potential way to gain time for CAs to spend less time on documentation tasks. The development of electronic assessment tool(s) and an electronic client database which links to each client's electronic file, has had an immediate impact on the calculation of statistics required for monthly reporting to the Department of Health. These included data sets for how many hours per client per day per CA for home visits, telephone contact, interviews with clients, carers and families; clinic attendance, interaction with member of the interdisciplinary team, coordinating support services and respite.
This study identified further opportunities for the Association to develop robust processes upon which data collection capabilities may be enhanced to articulate how much time intake, registration, allocation of services, provision of education, developing educational programs and administration of equipment allocation takes.
Clinical Knowledge vs Clinical Care
It was made clear to the researcher on several occasions that the role of a Care Advisor is not clinically based and they do not provide any clinical intervention. This is sourced within the Perth metropolitan area primarily through the neurological nurse employed by the Multiple Sclerosis (MS) Society. At this point there is only one neurological nurse and this presents an immense risk to the Association in terms of succession planning, sick leave, annual leave and age of the incumbent. The current incumbent is an extremely experienced nurse, however they are working toward the end of their nursing career and the members of the Association who rely upon her clinical skills and knowledge would be poorly supported in the event she leaves or is unable to continue in her role. Word-of-mouth in small rural communities will always provide "evidence" where an Association has not shown itself to be a functional organisation working together with all the components of the health care team.
The need to have a background in clinical healthcare was noted to be a major theme, when considering the capacity of the CAs to perform their primary function of assessment.
Whether the first interaction with a person living with MND was by telephone, in the Association office building, or in the client's family home, all CAs performed assessments which could be clearly observed to fall into three discrete categories: psychosocial, physical and environmental.
Psychosocial assessments documented less consistently than physical and environmental assessments. The CAs interviewed suggested this was a result of the subjective nature of psychosocial assessments and the fact these were most often based on conversations not formalised assessments using psychometrically tested tools. These assessments looked at how well or poorly the person living with MND, as well as their family and primary carer, were coping with the change in their health and wellbeing. "Simply put, we look at how they are coping with dying" (CA 4).
CAs were seen to suggest respite when either the person living with MND or their carer needed time out or time away from each other. The CAs noted a move away from respite being provided by facilities, instead moving toward a preference for service providers to come into their home to provide respite.
"It's hard enough trusting someone else to look after him the way I do, but asking him to go to some place that isn't familiar with what MND is…that'd be too much for both of us to cope with" (F4).
The CAs also suggested interactions with other people who had the disease and other carers, not only for the social interaction with people who understood the situation the cli-ents and carers were experiencing, but also to learn how others coped. Learning strategies from others who were "living" the same life was seen to be of greater value to the carers interviewed than "reading it from a book".
" 
easier for me as it was in smaller snippets of information "(B5).
Physical assessments followed a more prescribed, subjective process looking at mobility, speech, swallow, communication, cognition and physical capabilities related to strength and gait. Interventions and referrals resulted from changes to physical assessment, for example a Speech Pathologist, Respiratory Physician or for mobility or communication aids.
Finally, the CAs were circumspect in their assessments of the client's environment. Carers and clients both insisted remaining in their home where they felt "safe" was paramount to living with the disease for as long as possible. In order for them to be able to achieve this, the CAs introduced the concept of minor alterations to the home in such a way as the client and carers did not feel the change was imposed. 
Supportive Resource
Interviews with current and former clients of the CA service provision were unanimous in their description of the Care Advisors being "angels" who helped them to navigate through the minefield of available health care services and provided information and education about the disease both in a timely manner relative to their physical, psychosocial or financial needs. They were also seen as "partners in the journey" from diagnosis through the disease trajectory and into the first months of bereavement. Part of the lack of understanding about the role may be attributed to the role title. The title "Care Advisor" may imply a level of clinical care not commensurate with the actual role function. For this reason, discussion about the appropriateness of the role title may be due, not only in Western Australia, but more widely across the country. The role is more aligned with the broad title of "case coordinator" which is defined throughout literature as "providing a continuum of healthcare services for a defined group of clients" (White & Hall, 2006, p E99) . The emphasis for case coordinators is on the word "services" rather than on "care".
Based on the findings of this study, the Association would provide a more consistent approach to their service delivery, developing a process for induction -A "buddy" mentoring system, whereby an experienced CA is appointed as the mentor for new CAs which would be beneficial. Development of clear relationship parameters are also important, particularly where CAs interact with community nursing staff. Development of clear processes will avoid duplication of effort and reduce confusion for clients. Leading on from these professional development processes, is the need to clearly articulate reporting processes and robust data collection processes with infrastructure to support the CAs to collect and collate this information.
Conclusion
The role of the MND Care Advisor developed from its inception in Western Australia to the present situation where the Association and the service the Care Advisors provide has moved from a supportive friend to a professional service. The growth in service delivery for Care Advisors has not been supported by growth in documentation of this service, electronic records, consistency in service delivery,consistency in information being provid velopment of mentoring programs and processes for new staff, along with the development of key practice guidelines based on evi-dence of best practice as is the industry standard for all health care service delivery are fundamental to the ongoing professional development and professional image of the Care Advisor. The current incumbent Care Advisors and supportive Executive are mov-ing to address these issues, bringing the ad-ministration of the service into line with the professional clinical application of knowledge to the role of MND Care Advisor.
